To improve the care of seniors living with dementia, current initiatives typically target better identification and treatment of the patient. Our recent survey, however, shows we should also focus more on the needs of the informal caregivers who care for this population in primary care settings. This three-round Delphi survey sought caregivers' views on the most frequent and difficult decisions that seniors with dementia, their informal caregivers, and health care providers face in primary care settings in the province of Quebec. Respondents consisted of 31 health care professionals, informal caregivers, managers, representatives of community-based organizations devoted to these seniors, and clinical researchers involved in the organization of care or services to seniors with dementia. When we asked respondents to rank 27 common but difficult decisions involving benefit/harm trade-offs, 83% ranked the decision to choose an option to reduce the burden of informal caregivers as one of the five most important decisions. Choosing a treatment to manage agitation, aggression or psychotic symptoms followed closely, with 79% of respondents selecting it as one of the five most important decisions. Our results point to the importance of attending to the needs of informal caregivers and improving the management of behavioural and psychological symptoms of dementia.
I n 2015, 47 million people worldwide were living with dementia, and this number is expected to reach 75 million by 2030. 1 The growing number of people affected, combined with the evolving nature of their symptoms, is placing an increasing economic burden on the health care system and causing major public health challenges. 2 Although more and more attention is being given to the early diagnosis and treatment of dementia, much of this focus remains on the patient. The majority of people with dementia live in communities where family members and friends care for them. 3 As dementia progresses, people increasingly rely on informal caregivers for assistance with day-to-day activities, management of symptoms, and maintenance of a supportive environment that provides an optimal quality of life. 3 Informal caregivers are also essential to translate the values of the person living with dementia into decision-making. 4 Studies show that informal caregivers of people with dementia experience high levels of burden, distress, social isolation, physical ill health, and financial hardship. [5] [6] [7] [8] Depression in the informal caregiver is associated with a reduction in the involvement of the person with dementia in decisions. 9 Our health care systems thus fail to meet the informal caregivers' needs, despite their key role in supporting community-based people living with dementia. Informal caregiver needs are so important that they were prioritized over those of the patients during our survey of caregivers' views on the most frequent and difficult decisions of seniors living with dementia, their informal caregivers, and primary health care providers. Thirty-three people involved in the care of seniors living with dementia took part in this three-round online Delphi survey (78% response rate).
The respondents consisted of health care professionals, informal caregivers, managers, representatives of community-based organizations devoted to these seniors, and clinical researchers involved in the organization of primary care or services delivered to seniors with dementia in the Province of Quebec (Table 1 ).
An introduction to the survey clarified that the findings would allow prioritizing five decisions, for which we would develop training material for patient, informal caregivers, and health care providers to support shared decision-making among them. The survey initially listed 24 common but difficult decisions involving benefit/harm trade-offs, which we identified through a review of the literature and on the basis of the clinical experience of some of the team members (MM, EK). In the first survey round, we asked the respondents to select up to 10 of the most important decisions for seniors living with dementia and their informal caregivers, and provided space to identify decisions that might have been missing from the initial list. From the results, we created a list of decisions that at least one respondent selected or suggested, and indicated the frequency with which each decision was selected. In the second round, we asked respondents to select the five most important from this list. In the third and final round, we again reported the frequency of responses from the previous round and asked respondents to select the five decisions they perceived as most important. We then calculated the frequency of respondents who selected each decision. The study was deemed exempt by the Central Research Ethics Committee of Quebec's Ministry of Health and Social Services.
Completion rates for each round of the Delphi survey were 94%, 91%, and 88% for rounds 1, 2, and 3 respectively. After the first round, we added three decisions proposed by participants, giving 27 decisions to choose from. Of these 27 decisions, in round 3, respondents most frequently selected 1) Choosing a support option to decrease the burden of informal caregivers of seniors with dementia, or to improve their quality of life (83%); 2) Choosing a treatment to manage agitation, aggression, or psychotic symptoms in seniors with dementia (79%); 3) Deciding whether or not to stop driving following a diagnosis of dementia (66%); 4) Establishing care goals for seniors with dementia (66%); and 5) Deciding whether or not to prepare advanced directives following a diagnosis of dementia (62%) ( Table 2 ). The decision whether or not to relocate seniors (#6) was ranked sixth in the third round (34%). Decisions about pharmacological treatment (#7, #13, #22, #23) were not a high priority. Figure 1 . Rankings of the first 10 prioritized decisions by informal caregivers and other respondents (health care providers, researchers, managers or representatives of community-based organizations) during (A) round 1, (B) round 2, and (C) round 3. The asterisks indicate a statistically significant difference between informal caregivers and the other respondents (chi-square test followed by a Kruskal-Wallis post hoc test) (see Table 2 for a description of the decisions)
rankings by informal caregivers with those of the other respondents. Notably, the decision to choose a support option to decrease the burden of informal caregivers of seniors with dementia (#1) was more frequently selected by informal caregivers in round 1, but not in rounds 2 or 3. We also note that question #2 was ranked more highly in the first round by the respondents who were not informal caregivers compared to those who were, and that question #9 was consistently ranked more highly in all of the three rounds by the respondents who were not caregivers compared with those who were.
CONCLUSION
To improve the care of seniors living with dementia, survey respondents deemed it a priority to provide information with which to address the decisional needs of informal caregivers to help them choose an option to reduce their burden. This points to the prominent role played by caregivers in the care of seniors living with dementia. Helping informal caregivers choose a support option to reduce their burden holds the potential of improving not only their own health but also the health of those they are helping, 10,11 while allowing them to live longer in their communities and thus reducing the utilization of health care resources.
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Informal caregivers are responsible for a wide range of care responsibilities. They serve as an intermediary between patients and the health care system by participating in the evaluation and management of behavioural symptoms and functional limitations. They also play a key role in securing medical, social, and financial support (including home care and guardianship); seeking temporary or permanent accommodation; and securing assistive technology. 13 Other studies have shown that clinicians and caregivers lack awareness of the available community resources. 14 The survey respondents ranked question #2 closely to question #1, thus prioritizing the provision of information to address the decisional needs of patients and their caregivers to manage agitation, aggression and psychotic symptoms (question #2). These behavioural and psychological symptoms of dementia are also named "unmet need behaviours", 15 and can be managed through person-centred care focusing on these needs. 15, 16 Inclusion of informal caregivers into such care should improve person-centred care approaches that consider patients' priorities and needs through shared decision-making 17 and in turn contribute to reducing behavioural and psychological symptoms of dementia, and avoiding institutionalization. In general, respondents seem to have focused more on decisions regarding psychosocial aspects of care and services as opposed to medical decisions, pointing to the importance of community-based resources to answer the more prominent needs of people living with dementia. They also seem to have ranked the more specific decisions (sexual behaviours, eating or sleep impairments, anxiety) lower, in favour of the decisions with broader scopes (behavioural and psychological symptoms of dementia, caregiver burden). The respondents also ranked the decisions relative to improving cognitive function lower, perhaps because of the limited efficacy of the current pharmacological treatments to stop or slow down cognitive decline.
18 Table 2 .
Ranking of decisions by respondents in each of the Delphi rounds
Decision to be made through shared decision-making among the patient, informal caregiver and health care provider Round 1
Round 2
Round 3
1.
Choosing a support option to decrease the burden of informal caregivers of seniors with dementia, or to improve their quality of life 77% 71% 83%
2.
Choosing a treatment to manage agitation, aggression, or psychotic symptoms 81% 65% 79% 3.
Deciding whether or not to stop driving following a diagnosis of dementia 77% 65% 66% 4.
Establishing care goals for seniors with dementia (e.g., prolong life, maintain or improve quality of life, or provide comfort care) 68% 48% 66% 5.
Deciding whether or not to prepare advanced directives following a diagnosis of dementia 77% 58% 62% 6.
Deciding whether or not to adapt the home or relocate 61% 32% 34% 7.
Choosing medications to maintain cognitive function (e.g., aspirin, anti-inflammatories, cholinesterase inhibitors, memantine, statins) 58% 26% 28%
8. Establishing a treatment plan based on an assessment of the needs of the senior and their caregivers* N/A 19% 21% 9.
Choosing non-pharmacological interventions to reduce BPSD (e.g., cognitive approaches, sensory interventions, diet change, vocational training) 45% 23% 14%
10.
Deciding whether or not to partake in physical activity to maintain cognitive function 23% 6% 7% 11.
Deciding whether or not to maintain cognitive function through cognitive or behavioural interventions (e.g., dyadic interventions, cognitive stimulation, ergonomic therapy, validation therapy/empathy) 35% 13% 7%
12.
Deciding whom to tell about the diagnosis of dementia* N/A 10% 7% 13.
Deciding which of the three cholinesterase inhibitors to try first, based on their risks and benefits 26% 3% 3% 14.
Deciding whether or not to reduce behavioural and psychological symptoms through social interaction 45% 10% 3% 15.
Choosing therapeutic options to reduce anxiety 35% 3% 3% 16.
Choosing therapeutic options to reduce sleep impairment 42% 3% 3% 17.
Asking for medical aid in dying to relieve suffering* N/A 6% 3% 18.
Deciding whether or not to leave the senior with dementia alone 65% 16% 0% 19.
Choosing therapeutic options to reduce apathy 13% 6% 0% 20.
Maintaining In the process of adjusting and coping, people living with dementia and their caregivers have a number of difficult but important decisions to make related to care, medication, safety, relocation and protection, and respite services. However, in order to make informed decisions, they need access to high-quality information and support to help examine and clarify their values about available options, a need that has consistently been identified as pressing but unmet. 19, 20 There is therefore a clear demand for research to explore these decisional needs further, in order to design tools to address them and to support people with dementia and their caregivers in making informed and valuesbased decisions.
In conclusion, our results point to the importance of attending to the needs of caregivers, who are key players in providing care and making decisions with, or on behalf of, seniors with dementia. The caregiver's role in caring for seniors living with dementia needs to be better recognized and supported in the health care system and in our communities. Access by informal caregivers to support services should also be facilitated, for example, by better informing clinicians about the services available to them, in particular those offered by the Alzheimer's Society. Communication and coordination among all parties involved in caring for seniors with dementia, including informal caregivers, are also warranted.
